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Global member conference 2020: online

On October 24, 2020 we will organize our annual global member conference in the Netherlands.
Because of the COVID-19 virus we organize an ‘online’ members conference via ZOOM. Like
every year we want to offer personal medical advice. It is not yet certain whether we can offer

online personal medical advice for the usual quality.

You can read how the online conference works and what you need to participate by clicking on
the button below. The registration form to join the conference is at the very bottom of the same
webpage.

Information and Registration 2020 member conference



https://www.cmtc.nl/en/members/member-conferences/netherlands/member-conference-2020-information-and-registration/
https://www.cmtc.nl/en/
https://www.cmtc.nl/en/pedia/
https://www.cmtc.nl/en/knowledge-base/
https://www.cmtc.nl/en/members/

Is sirolimus efficacious in treatment for vascular malformations?

Science has been looking for medication for vascular malformations (blood vessel diseases) for a
long time. The medicine sirolimus seems to have a beneficial effect. Read what Prof. Dr.
Laurence Boon and Prof. Dr. Miikka Vikkula (one of our advisors) recently published on this
subject. We made a summary of their scientific article in as much layman's language as possible.

| Read moreI
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Help us help others

We want to reach as many patients, families and caregivers around the world as possible.
Several times a week we therefore share information through our social media channels and we
also run campaigns such as Google. We can't do this alone. You can help us! How ? Very
simple: share our messages, e.g. from our Facebook groups/pages and Instagram. Thank you in
advance for your cooperation!
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Patient Pathways: tool for better patient care

Patient Pathways aim to improve the care and management of patients with a rare disease. They
are a very important tool used in defining the best patient care. Disease (or group of disease)-
specific Patient Pathways are being developed by each of VASCERN’s Rare Disease Working

Groups (RDWGs).
[Read more on Patient Pathways-Venous Maltormation

Read more on Patient Pathways-Capillary Malformation



https://www.cmtc.nl/en/pedia/pedia-other/sirolimus/
https://www.cmtc.nl/en/members/be-informed/social-media-channels/
https://www.cmtc.nl/en/patient-pathways-vascular-malformations-venous-malformation/
https://www.cmtc.nl/en/patient-pathways-vascular-malformations-capillary-malformation/
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International collaboration

International cooperation is crucial in the world of rare diseases. We are now working with rare
diseases umbrella organizations in many countries such as Australia, China, Kenya, Austria and
South Africa. More countries will follow in the near future. Via the link below you can see with
whom we are already collaborating.

Read more
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